A family-centered approach to health care for children with special health care needs (CSHCN) is widely acknowledged as the ideal model of service dehvery, but less is known about the actual practice of family-centered care (FCC), especially from the viewpoints of parents and health care professionals. This cross-sectional research compared parent and health care professional perspectives on the degree to which FCC is being provided at a large, urban hospital in the United States. The Measure of Process of Care (MPOC) was administered to a representative sample of 92 parents of CSHCN; a convenience sample of 43 health care professionals completed the service provider version of the MPOC. A mixed-model analysis of variance was conducted to test for group differences on matched domain scores of the MPOC. No significant differences emerged between the two stakeholder groups, but significant differences were detected among the four domain scores. The data suggest that health professionals are generally meeting families' needs for specific communication and artrespectful of parents' expertise. However, parents and professionals alike indicated the need for continued professional growth in the area of providing holistic, comprehensive services to advance FCC.
F amily-centered care (FCC) is a philosophical approach to service delivery for children with special health care needs (CSHCN) and their families that simultaneously supports the health and psychosocial well-being of the child and attends to the needs of surrounding family members, including siblings (Bellin, Kovacs, & Sawin, 2008; Shelton, 1999; Shields, Pratt, & Hunter, 2006) .The literature reveals some variability in tbe terms used to identify tbis inclusive approach to service provision (for example, FCC, family-centered practice, family-centered caregiving), but tbere is general consensus that the underlying principles and practice values anchoring FCC consist of strengths-based and culturally sensitive assessment and interventions, family-driven service choices, empowermentfocused services, and parent-provider collaboration (Allen & Petr, 1996; Dunst,Trivette,& Hamby, 2007; Madsen, 2009 ). Rosenbaum, King, Law, King, and Evans (1998) previously suggested that FCC is actualized when health care professionals acknowledge and respect that parents of CSHCN are ultimately accountable for the health and well-being of their children,establish an atmo.sphere that facilitates famüy involvement, adapt to the family's desired level of participation in decision making, treat family members with respect, and attend to the needs of each individual in the family system. In a more recent review of contemporary conceptualizations of FCC, Epley, Summers,and Turnbull (2010) identified family choice, family strengths, and family-professional relationsbips as especially emphasized.
Although FCC is widely acknowledged as the gold standard in care for CSHCN and their families (for a review, see Dunst et al.,2007) , research on the actual implementation of FCC services has been limited.The intent of this study was to examine the practice of FCC from two key stakeholder perspectives: parents of CSHCN and interdi.sciplinary health care professionals serving this population.
EMPIRICAL SUPPORT FOR FAMILY-CENTERED CARE
Research on health care delivery to CSHCN indicates that FCC practices may enhance a child's health and developmental outcomes (Beatson,2008) . In particular, FCC is associated with psychological adaption (Rosenbaum et al., 1998) ,behavioral functioning (Byers et al., 2006) , and improved healthrelated quality of life, even when condition severity is accounted for (Moore, Mah, & Trute, 2009 ).The utility of FCC for CSHCN and their families is further supported by a theoretical framework on quality of life developed by Lach et al. (2006) , which suggests that quahty of life is influenced by factors beyond the presenting medical issues (such as severity or comorbidity of the child's condition). This theoretical model identifies characteristics of the child (for example, social competence), family (for example, parenting behaviors), and community (for example, access to support) that also affect the psychosocial functioning of CSHCN and, thtis, are the focal points for clinical intervention in the delivery of FCC. Interdisciplinary research has identified benefits of FCC for other members of the family system as well. In particular, FCC has been associated with enhanced parent psychosocial adjustment (Davidson, 2009) ,decreased parenting stress (O'Neil, Falisano, & Westcott, 2001) , and adjustment to the child's health condition (Meleski,2002) . It is important to note that FCC practices have also been linked to parents' satisfaction with care for their CSHCN (King, King, & Rosenbaum, 2004) .
IMPLEMENTATION OF FCC PRACTICES
Although the associations between FCC and adaptive outcomes for CSHCN and their families have long been noted (Stein & Jessop, 1984 , 1991 ; for a review, see Kuhlthau et al., 2011) , less is known about the degree to which FCC practices are actually being provided to this population, atid research comparing parent and provider perspectives on FCC practices is especially limited. Australian researchers administered the Measure of Process of Care (MPOC),a widely used index of FCC practices, and documented comparable and positive evaluations of different aspects of FCC among these two stakeholder groups (Raghavendra, Murchland, Bentley, Wake-Dyster, & Lyons, 2007) . The respectful and supportive care dimension of the MPOC received the highest rating among parents of CSHCN (n = 169), whereas parents perceived that the health care professionals were less successful in providing general information. Self-report data from participating interdisciplinary professionals (n = 122) using the MPOC-Service Provider (MPOC-SP) version similarly indicated high levels of treating people respectfully but modest success in providing general information.
The work of Nijhuis et al. (2007) extended this line of inquiry to specifically evaluate consistency in perceptions of FCC practices among 38 parents of youths with cerebral palsy and 204 professionals who completed Dutch versions of the MPOC and MPOC-SP. Descriptive comparison identified similar evaluations of providing general information and respectful and stipportive care among the stakeholder groups, but the service professionals reported lower self-report scores on the providing specific information and enabling and partnership aspects of FCC practices. In addition, discordant perspectives about the perceived importance of the FCC dimensions emerged in the analysis, with parents reporting higher scores for the enabling and partnership and communicating specific information domains than did the rehabilitation professionals. The authors surmised that these differences could complicate the delivery of FCC to families of CSHCN (Nijhuis et al., 2007) .
Research on parent and provider perspectives on FCC practices in U.S. populations has been particularly hmited in scope. O'Neil et al. (2001) administered the MPOC to 75 parents of CSHCN receiving early intervention services and their assigned physical therapists (N = 25), but there was no direct comparison of the practice of FCC from the two stakeholder groups' perspectives. Instead, the research team examined the therapists'attitudes about the different dimensions of FCC. Parents reported generally high levels of FCC practices among the service professionals, and the therapists' scores reflecting their attitudes toward different dimensions of FCC were likewise high, though they considered providing respectful and supportive care to be the most important aspect of their work with CSHCN and their families.
In summary, a substantial body of literature has documented the benefits of FCC for CSHCN and their families, but less is known about the actual implementation of FCC, especially from the viewpoints of both parents and health care professionals in U.S. populations. The intent of our research was to address this gap by comparing parent perceptions of FCC practices with provider self-assessment data and identifying which dimensions of FCC were most consistently provided to a U.S. sample of families of CSHCN. We hypothesized that parents and health care professionals would not differ in their perceptions of the degree to which FCC practices were being implemented. However, on the basis of prior international research on FCC practices, we hypothesized that significant differences across the FCC domains would be found and that the providing general information dimension would be scored the lowest by these stakeholder groups.
METHOD Participants
A random sample of 351 families of CSHCN receiving care at a large, urban LJ.S. hospital dedicated to serving children with a range of physical, developmental, behavioral, and emotional conditions were recruited to participate in the research. Eligibility criteria for the families were these conditions: the child received inpatient or outpatient services at the hospital during the period of December 1,2008 , to May 31,2009 , and the child received these services from one or more of the following disciplines: social work, physical therapy, occupational therapy, and speech therapy. A convenience sample of health care professionals (H = 69) was also invited to participate in the study. Eligible health care professionals provided inpatient or outpatient services to CSHCN at the hospital during the same six-month period and self-identified as social work, physical therapy, occupational therapy, or speech therapy providers.
Procedure
Following study approval by the associated hospital and university institutional review boards (IRBs), 351 families of CSHCN were mailed a study packet containing a cover letter dehneating the study purpose, parameters of participation, and contact information for study personnel; an anonymous study questionnaire; and a self-addressed, stamped return envelope. Parent participants provided basic demographic data (age, gender, racial, and ethnic information), described the nature of their child's health condition, and completed a validated measure of FCC (described later). Parents also had the option of completing an anonymous online version of the study survey, using Qualtrics software. A URL address for the online survey was included in the cover letter.The cover letter requested that the parent who was the primary caregiver of the child respond to the survey. The cover letter also outlined the purpose, scope, duration, risks, and benefits of participation. Consent to participate in the study was indicated by the completion and physical or digital submission of the study questionnaire; this consent process was approved by the study IRBs.
A letter of invitation was sent to eligible healthcare professionals via e-mail. The letter included a link for the professionals to access an anonymous on line Qualtrics survey, which comprised demographic questions (for example, professional discipline, number of years in discipline, prior formal training in FCC) and a standardized measure of family-centered caregiving (described later). Potential respondents were provided with a project information sheet and overview of the study outlining the purpose, scope, duration, risks, and benefits of participation; completion of the online survey indicated consent to participate, as approved by the study IRBs.To enhance response rates, we sent health care professionals and parent participants two follow-up contacts, in accordance with the Dillman (2000) method.
Instruments
We administered the 20-item version of the MPOC (MPOC-20) to parents of CSHCN to capture their perceptions of the extent to which health care professional practices reflected FCC principles. The MPOC is a self-report scale that examines the process or specific actions of professionals as they interact with CSHCN and their families (King, Rosenbaum, & King, 1995) .The measure includes the following domains that reflect different dimensions of FCC: enabling and partnership (three items; for example, "Within the past six months, to what extent did the people who worked with your child provide opportunities for you to make decisions about treatment?");;)r<ii'iJiíi(,'i;c()íT(í/ information (five items; for example, "Within the past six months, to what extent did the organization where your child received services provide opportunities for the entire family to obtain information?"); providing; specific information (three items; for example, "Within the past six months, to what extent did the people who worked with your child provide you with written information about your child's progress?"); and respectful and supportive care (five items; for example, "Within the past six months, to what extent did the people who worked with your child treat you as an individual rather than as a 'typical'parent of a child with a disability?").
The MPOC-2() is scored on a seven-point Likert-type response scale (1 = not at all, 4 = to a moderate extent, 7 = to a very great extent) and has strong psychometric properties, including internal consistency (factor alphas range from .83 to .92), test-retest reliability (interclass correlation coefficients range from .81 to .86), concurrent validity, and construct validity (King et al., 2004; Klassen et al., 2008) . In this sample Cronbach's alphas ranged from .93 (enabling and partnership domain) to .96 (providing general information, providing specific information domains) (seeTable 1).
Health care professionals completed a parallel measure of FCC practices.The 27-item MPOC-SP (Woodside, Rosenbaum, King, & King, 2001 ) was derived from the MPÜC and asks professionals to rate the extent of their FCC practices using the same seven-point Likert-type scale as the MPOC-20, with higher scores reflecting higher levels of perceived FCC practices. Health care professionals also had the option of selecting "not applicable" if an item was related to a practice activity that was not within their scope of work. Items load onto one of four factors related to FCC: shiiwim; interpersonal sensitivity (10 Items; for example," Within the past six months, to what extent did you help parents to feel competent to their roles as p3renK?");providini^j^encral information (five items; for example," Within the past six months, to what extent did you provide opportunities for the entire family, including siblings, to obtain information?"); fo/H/HH/íiVíjíi/n; specific information about tlie child (three items; for example, "Within the past six months, to what extent did you tell parents details about their child's services, such as the types, reasons for, and durations of treatment/management?"); and treatini^ people respectfully (nine items; for example, "Within the past six months, to what extent did you treat each parent as an individual rather than as a 'typical' parent of a child with a problem?").
High internal consistency and construct validity have been found for the MPOC-SP (Raghavendra et al.,2007; Woodside et al., 2001 ). Cronbach's alphas in this sample ot interdisciplinary health care professionals ranged from a low of .60 (communicating specific information) to a high of .91 (providing general information) (see Table 1 ).
Data Analysis
Data analyses were run using Predictive Analytics Software SPSS (version 18). A mixed-model analysis of variance (ANOVA) with correlated measures was run to test for mean differences between parents of CSHCN and health care professionals on each of the matched FCC domain subscales and mean differences between the FCC domain subscales using the combined data from both groups. On the basis of conceptual underpinnings of the MPOC and under the guidance of the MPOC instrument developer (P. Rosenbaum, personal communication, November 17,2009), we compared the parent MPOC-20 domain scores against the health care professional MPOC-SP domain scores as follows: providing specific information (PSI) and communicating specific information (CSI), providing general information No. of Items (PCI) and PGI, enabling and partnership (EP) and showing interpersonal sensitivity (SIS), and respectful and supportive care (RSC) and treating people respectfully (TPR).
RESULTS
Forty-three of the 69 eligible health care professionals (62 percent) responded to the online survey. All participants were female,and the vast majority were white (84 percent, « = 36).The health care professionals reported a mean age of 37.17 years {SD = 10.57; range = 22 to 60 years), had served in their current position for an average of 7.27 years (.SD = 6.54; range = one to 29 years), and were primarily in full-time positions (90.7 percent, n = 39). Slighdy over half identified their primary service location as inpatient (58.1 percent, ti = 25).There was a fairly even representation of professional disciplines, with 12 social workers (27.9 percent), 12 occupational therapists (27.9 percent), 11 speech therapists (25.6 percent), and 7 physical therapists (16.3 percent) participating in the study.Two participants (4.7 percent) reported parenting CSHCN, and two-thirds indicated that they had a relative or close friend who was a caregiver for a CSHCN (62.8 percent, n = 27). Nearly all of the interdisciplinary professionals reported receiving prior training in FCC (97.7 percent, n = 42).
Of the 351 surveys mailed to families, 21 were returned to the study team because of an incorrect address. A total of 132 surveys were completed and returned either by mail (H = 125) or via the online software (« = 7), reflecting a 40 percent response rate. After screening for study eligibility, 92 surveys were used in the analysis for the data reported here. The primary reason that the surveys (30.3 percent) were excluded was lack of direct-care services from at least one of the four required disciplines specified in this research. The participating parent was most often a female caregiver (84.8 percent, ri = 78), which is consistent with current demographics for caregivers of CSHCN (Drummond, Looman, & Phillips, 2011) . Over half of the parent respondents were white (55.4 percent, n = 51), and one-third were African American (32.6 percent, n = 30). Parent participants reported an average age of 42.78 years {SD = 10.25; range = 20 to 74 years). The mean age of the child receiving health care services was 11.07 years {SD = 5.68), and two-thirds of the children were male (64.1 percent, n = 59). Per parent report, the most common child diagnoses were attention deficit disorder (23.91 percent, n = 22), cerebral palsy (20.65 percent, « = 19), autism spectrum disorders (19.56 percent, n = 18), anxiety disorder (8.69 percent, n = 8), and traumatic brain injury (8.69 percent, n = 6).
Descriptive Analysis
Initial examination ot the data revealed minimal missing data (0.32 percent). We also treated the "not applicable" responses as missing data and used maximum likelihood estimation and multiple imputation (Allison, 2002) to estimate values for these items (2.3 percent for service providers and 4.3 percent for caregivers). All differences between original and imputed domain scores were less than .001 points and not significant (/) > .10). Tests of normality were significant for all five parent clomain scores, with a trend toward negative skew. However, ANOVA analyses are considered robust to these minor violations. Descriptive statistics for the imputed scores for each of the MPOC-SP and MPOC-20 domains are summarized inTable 1. In addition. Dyke, Buttigieg, Blackmore, and Ghose (2006) suggested that the items that were rated from 1 to 4 on the parallel MPOC scales by at least 33 percent of respondents should be considered as potential areas for improvement. Items that were scored 4 points or less (out of a possible 7 points) by one-third or more of parents and professionals are presented inTable 2.
Group Comparisons
We conducted a mixed-model ANOVA for correlated measures to test for group differences between parents of CSHCN and health care professionals on the four matched domain scores. Despite unequal samples, there was a sufficient case-to-dependent variable ratio, and, consequently, the groups were given equal weight. Assumption of homogeneity of variance was not met across participant groups {p < .10), but the higher variance was always in the larger sample (that is, parents of CSHCN), and the ratio of largest-to-smallest variance never exceeded 4:1, suggesting minimal impact from this violation (Howell, 2002) . The assumption of sphericity was violated for the correlated measures (/> < .05), and a lower-bound epsilon adjustment (.33) was made to the analysis to reduce the risk of Type I errors.
On the basis of the test of the between-subjects effect of participant type (health care provider versus parent), no significant differences were found . In addition to comparisons between parents and health care providers, we conducted nonparametric tests to test for median differences between the four grotips of health care professionals; no significant differences (p > .05) were found by professional discipline for any of the four health care provider MPOC-SP domains.
FCC Domain Comparisons
Significant differences were detected when we combined the parent and health care professional data and compared mean scores across the four domains of FCC [F(l, 132) = 59.68, p < .001).The plot of domain scores is shown in Figure l .To determine which domain scores were different, we conducted a second series of analyses comparing each domain score with the other three domain scores. We used a more stringent alpha level of .01 to minimize the risk of Type I errors. Significant differences were found between each pair of domain scores, with the exception of PSI and CSl compared with EP and SIS. PGI received the lowest score (M = 4.29, SE = 0.17), and RSC andTPR received the highest score .The mean score for PSI and CSI was 5.51 {SE = 0.15), and the mean score for EP and SIS was 5.57 {SE = 0.14).
DISCUSSION
A major finding of our research suggests that parents of CSHCN and health care professionals were aligned in their perspectives about the extent to which FCC services were being implemented. Specifically, no significant differences emerged between the two groups on the dimensions of FCC explored in this research.This finding is consistent with some prior descriptive studies of cross-informant agreement about FCC practices for CSHCN and their families (for example. Dyke et al., 2006; Raghavendra et al., 2007) . In contrast, Nijhuis et al. (2007) identified significant differences between parents of CSHCN and professionals in how several dimensions of FCC were perceived with regard to weighted importance. However, it is not surprising that different patterns of findings emerged across these comparable, but distinct, lines of inquiry about FCC (for example, implementation versus attitude). Although the parents of CSHCN and health professionals in this sample did not differ in their respective evaluations of FCC practices, our research did reveal significant differences across a number of pairs of domain scores. Consistent with previous investigations of FCC practices in diverse populations of CSHCN and their famihes (for example. Dyke et al., 2006 , Raghavendra et al., 2007 , the RSC domain received the highest score, whereas PGI was considered to occur least frequently. As shown in Table 2 , nearly half of participating parents reported difficulty receiving information about how to connect with other parents or opportunities for the entire family to obtain information, and 54 percent ot health care professionals admitted inconsistency in promoting family-to-family connections for social, informational, or shared experiences.
Research on barriers to FCC offers some insight into why health care professionals may struggle to Families and service providers have also reported high turnover rates among staff as a major concern in the provision of FCC practices, because stability in relationships is essential to bring about coordinated and comprehensive care.
consistently implement family-centered services. Multilevel barriers have been found in provider attitudes, family factors, and institutional culture. For example, a provider might be unwilling to attempt a new practice model because of concerns that it will not be effective (Beatson & Prelock, 2002) , and others may fear that their professional identities will be jeopardized in the implementation of FCC (Galvin et al., 2000) . Families and service providers have also reported high turnover rates among staff as a major concern in the provision of FCC practices, because stabihty in relationships is essential to bring about coordinated and comprehensive care (Dyke et al., 2006) . Research on health care professionals' perspectives on barriers to FCC has revealed that aspects of family culture and norms may also restrict full implementation of FCC (Lotze, Bellin, & Oswald,2010) . Qualitative research with interdisciphnary service providers working with CSHCN indicated that some families hold views of the health care provider as the primary or exclusive decision maker, and, consequently, parents may be reluctant to engage in shared decision making. Barriers embedded in organizational culture and policies have been particularly well documented and include an emphasis on cost containment and technical care over psychosocial services (Galvin et al., 2000; Patterson & Hovey, 2000) and a bias toward focusing services on the child rather than the family system as a whole (Lotze et al, 2010) .
Study Limitations and Implications for Future Research
This study's findings should be understood in light of several methodological limitations. The data are restricted by the modest response rate, especially from parent participants. It is also not possible to rule out selection bias, because health care professionals who perceived themselves to be actively engaged in FCC may have been more inclined to respond to the survey. Similarly, parents of CSHCN who responded to the survey may have had more favorable experiences with FCC. Alternative data collection methods,such as direct observation, may offer a more reliable assessment of the degree to which FCC practices are actually being provided. However, the lack of differences in perceptions of FCC practices between parents and professionals gives us some confidence in the validity of our findings.
Another limitation related to our data collection procedures was the administration of both online and paper copies of our survey to parent participants. Because of the anonymous nature of our data collection, we were unable to screen f"or whether a parent completed both versions. To ensure that all parent voices were heard in this research, we elected to use all eligible surveys, whether submitted electronically (/; = 7) or as a hard copy (K = 125). Our findings are also restricted by the MPOC survey language insofar as parents were asked to rate "the people who worked with your child" rather than to evaluate the FCC practices of a specific discipline. Consequently, it is not possible to ascertain parent perceptions of differences in the nature of service delivery by professional discipline. Despite these notable limitations, the MPOC surveys have strong psychometric properties (King et al., 2004; Klassen et al, 2008; Raghavendra et al., 2007; Woodside et al., 2001) and have been used to study FCC practices in a range of international populations (for example, Nijhuis et al., 2007; O'Neil et al., 2001; Raghavendra et al., 2007) Other methodological issues relate to the small sample of health care professionals. Although initial results of nonparametric tests suggest no differences in FCC practice between the different groups of health care providers, a larger sample of health professionals would allow for further statistical testing of differences in the four FCC domains by discipline. Future research on FCC would benefit from including other health professionals working with families of CSHCN (for example, nurses and physicians). Similarly, it would be important to explore FCC practices in diverse community settings. Our findings may not reflect the experiences of parents and health professionals in more rural environments or in nonhospital community health settings. Lastly, given the modest levels of FCC reported by both parents and health care providers, further research is needed to better understand the process that professionals move through in their efforts to adopt and provide FCC practices across time (Beatson & Prelock, 2002) .
Implications for Practice
Our data suggest that health care professionals are generally meeting families' needs for specific communication about their CSHCN (for example, treatment information, progress reports) and are respectful of parents' expertise and competence in their caregiving role. However, parents and professionals alike unequivocally indicated that continued professional growth is needed in practice areas addressed by the PGI dimension of FCC-namely, the provision of holistic and coniprehensive services that meet the multifaceted needs of CSHCN and those of the surrounding family members. This finding indicates that continued change, at both the provider and system levels, is needed for FCC to truly become a reality for CSHCN and their families. One mechanism to possibly improve the delivery of FCC is for social workers to administer a brief screening survey on service intake. Findings from the present study also indicate that it would be important to include questions exploring parents' concerns related to raising CSHCN and their goals and expectations for service delivery. Including questions about the family's preferred mechanism or mechanisms to receive information (for example, verbally, written, modeling) would assist health care providers in identifying and addressing the unique learning needs of the collective family and its individual members. To enhance care coordination, the resulting information should be shared across disciplines and discussed in the context of the initial assessments and formulation of treatment plans.
Our findings also underscore the need for social workers to facilitate social connections among families who seek opportunities to share their experiences with and seek support from similar families. Because social workers are often schooled in family-centered approaches to assessment and intervention processes, they are well positioned to be leaders in developing and administering parent-toparent programs that foster supportive relationships among families of CSHCN who experience similar challenges, concerns, and needs. Social workers aspiring to provide FCC may encounter resistance to these suggested practice activities, especially if their institutional culture prioritizes cost containment, which may be in conflict with the time-intensive demands of FCC. Breaking down the aforementioned provider and institutional barriers to FCC practices requires coordination of advocacy efforts with allied health partners. Ultimately, to successfully and consistently implement FCC for CSHCN, social workers and other allied health profes.sionals are encouraged to critically reflect on the nature of service provision to these special families on an ongoing basis. liHVi
